In this article we explore the challenges encountered when recruiting young people to 23 participate in a qualitative study of young people's experience of living with a parent at 24 the end of life. This is a more common scenario than one might suppose; while the 25 majority of deaths in the UK now occur in old age, estimated prevalence rates for young 26 people experiencing a parental death are around 5% (Parsons, 2011) . The article 27 contributes to a growing literature on the 'messiness' of research practice, (Billo & and collaboration. This approach was relevant to our study not only by conditions 100 stipulated in the process of gaining ethical approval but also given our own commitment 101 to ethical practice in terms of ensuring that young people would be able to access 102 support following participation in the study if needed. Our position in relation to 103 working with practitioners had further implications for the sites we chose and 104 subsequent research findings, as we shall discuss following an outline of our project. 105
106

The Research Study 107
The discussions that follow are based on experiences from a doctoral study which set 108 out to explore young people's experience of everyday family life when a parent is at the 109 end of life. This is commonly defined as being likely to die in the next twelve months) 2 . 110
The study involved individual, semi-structured interviews with young people (N = 10) 111 age 13-21 who have a parent identified as approaching the end of life and significant 112 others nominated by a young person (N = 5). The aims of the study were to explore the 113 everyday processes and practices that constitute family life for young people, their 114 experiences of caring and being cared for, and how young people think about their own 115 lives both now and in the future. Prior approval for the study was granted by an NHS 116
Research Ethics Committee (REC). 117
Young people were recruited to the study via practitioners working at one of eight study 118 sites. The rationale and process of site selection is addressed later in this article. While site selection for a research study is often the result of a great deal of thought, the 214 actual process of accessing sites is given less attention, in particular the ways in which 215 this may be influenced by researchers' contacts and existing relationships with potential 216 gatekeepers. In this section, this is our key focus in addition to considerations of the 217 implications this holds for subsequent knowledge production. 218
For our study, two local voluntary sector young carers' projects were identified 219 as study sites as they were already working with eligible young people and providing an 220 ongoing source of support for potential participants. We had considered recruiting 221 young people through schools, but early consultations with local head teachers indicated 222 that school staff may not be aware of when young people are living with a parent at the 223 end of life until after the parent's death. Furthermore, head teachers were not confident 224 that pastoral support staff in schools would be equipped to provide adequate support to 225 any young people who were identified via this route, therefore we chose not to pursue 226 8 this option. The young carers' projects had reported encountering increasing numbers of 227 young people living with a parent at the end of life and were preparing resources to 228 meet this need. At a pragmatic level, there were also positive links with the research 229 institution, built around previous academic work and there was the added 'bonus' that 230 the first author had previous connections with the projects having worked for an 231 authority that provided funding to the carers' projects. In this sense we had willing 232 'allies' both in terms of access to sites and to potential participants (Bryman, 2008) 
The first author's previous employment meant that she was already known to 241 key actors in these organisations as a representative of a body with some power and 242 influence over the projects. She had also built up a relationship of trust with key actors 243 through collaborative work with young people and families undertaken during this time. 244
Possibly, given previous connections, these local collaborators may have found it more 245 difficult to decline to support study recruitment than if they had been approached by an 246 unknown doctoral researcher. At the same time, we were reliant on individuals working 247 for the young carers' projects and implicitly trusted that they would 'deliver'; i.e. 248 identify participants for our study. This is illustrative of how the relational 249 configurations of trust and power are not straightforward or one dimensional; rather as 250
Edwards (2013) identifying potential participants. Ultimately we did not recruit any young people via 256 these two carers' projects. 257
We had to reconfigure our recruitment strategy, but were concerned to do so via 258 sites where we felt the young people and their families would be supported. We thus 259 9 turned to practitioners in palliative care across several sites; both the practitioners and 260 the sites were previously unknown to the first author. Here, it became apparent that the 261 most effective strategy was to develop supportive collaborations with consultants who 262 in turn 'instructed' or gave permission for nurse practitioners in their teams to approach 263 eligible families for the study. It appeared that these individuals had the authority within 264 their organisational hierarchies to get the 'wheels' moving, utilising power invested in 265 them by virtue of their profession and position in the NHS hierarchy. In return for their 266 input they sometimes made requests of the researcher; for example, to meet additional 267 ethics requirements even though ethics had been approved. For the first author there 268 were contrasts between her prior status via a senior role in a local authority and her 269 experiences in getting consultants on board, to whom she was a doctoral student. The 270 latter set of relationships felt less reciprocal and closer to a research bargain dependent 271 on proving her value. We acknowledge that there is a danger here of presenting the 272 an evolving process which in turn had implications for which participants we were able 293 to reach and the knowledge gathered (Crowhurst, 2013) . We had little control over the 294 way in which practitioners chose to present the study to potential participants. In 295 particular, the eligibility criteria relating to the prognosis of the young people's parents 296 is acknowledged as difficult, in that it is often not possible to determine with accuracy 297 how long a person has left to live. We found that practitioners tended to adopt a 298 cautious approach to identifying a parent as being at the end of life and chose to exclude 299 young people if there was any sense of uncertainty. 300
Practitioners appeared to weigh their responsibilities to provide care to family 301 members and to protect family members from additional distress against their 302 agreement to support participant recruitment. It was common for practitioners to report 303 that they had not approached a family about the study because they were not certain if 304 the young person knew their parent was presumed to be in the last year of life. One entry in the research field notes describes a practitioner putting aside a 314 participant information sheet with the remark, 'I'm not handing that out'. During the 315 discussion that followed, she explained that do so would involve entering into such a 316 conversation with a young person at what she thought was an inappropriately sensitive 317 time. Another practitioner deliberated for several weeks before finally opting to 318 introduce the study to a family. They immediately agreed to take part in the research. 319
On a practical level, most NHS practitioners met with their patients during the 320 day when young people were at school or college, and therefore they had little 321 opportunity to approach young people themselves. However, practitioners often stated 322 they did not want to burden families with this request when they had so many other 323 issues to deal with, or when the parent was thought to be in the last few weeks of life. 'ethically based criteria such as the family situation being currently relatively stable' 331 when identifying families to approach. However, in doing so practitioners appeared to 332 exercise decisions to operationalise eligibility criteria other than those agreed by the 333 REC. Excluding young people with whom the practitioner had not had a prior 334 conversation concerning their parent's prognosis meant that some young people who 335 were eligible were not approached about the study, and were therefore not provided 336 with an opportunity to decide for themselves whether or not to take part. 337
The reluctance to engage young people in a discussion about a research study 338 taking place in the context of end of life care contributes to the 'conspiracy of silence' 339 other researchers have noted in some practitioners' dealings with families when 340 someone is dying (Fearnley, 2010 In contrast, practitioners from young carers' services mostly work with young 373 people and may have limited contact with parents. Whilst they are experienced at 374 supporting young people with very complex needs, some practitioners stated that they 375 lacked the necessary skills to address the difficult subjects of dying and death, and 376 would also seek to refer on to a more specialist service such as a young person's 377 bereavement service. The demands of managing increasingly high workloads were also 378 apparent for this group of practitioners, who sometimes reported that they had little 379 access to the additional training and support they felt they needed for such emotionally 380 sensitive work. Thus, our view of practitioners being the potential providers of a 'safety 381 net' to support young people if required was not as straightforward as envisaged. 382
The framing of sensitive subjects such as dying and death as taboo, and of young 383 people as categorically distinct from adults, implies that a particularly specialist subset 384 of skills is required to address such issues with young people, beyond the skills 385 normally held by adult health and social care practitioners or young people's support 386 13 workers. This can both undermine the expertise of practitioners, and can lead to the 387 marginalisation of many young people as participants in research. It may also act to 388 exclude young people from being offered the help they may need. 389
The social construction of youth engenders distinctions being made between 390 'adults' and those who are 'not yet adults' and who are therefore deemed to require 391 advice and guidance from adults (Wyn & White, 1997 suggest 'the assent or refusal of the gatekeeper is often given as a proxy for the assent or 395 refusal of potential research participants, without actually consulting with them first'. In 396 our study, a further 'wheel' in gaining access to young people was their parents. 397
398
Parents as gatekeepers 399
Although the majority of participants in the study were over the age of 16, most were 400 recruited via a parent, since many of the study sites were providing a palliative care 401 service to a parent in the family who was approached about the study in the first 402 instance. A number of practitioners reported occasions when a parent had declined the 403 opportunity for their son or daughter to participate in the study. Whilst there was no 404 obligation for parents to give a reason for their refusal, it was sometimes stated that the 405 parent wished to protect their child from any distress their involvement may incur. 406
Some negative responses were attributed to the physical or emotional health of the 407 parent. Parents in receipt of palliative care were described by practitioners as too ill to 408 properly consider the request, or alternatively, in some cases described as angry and 409 disengaged with services in general. 410
Parents who agreed to their son or daughter taking part were often motivated by 411 wanting something for their children, and not just themselves. They described their 412 young people as needing, but lacking direct support, and some parents wanted to 413 highlight the lack of appropriate services for young people in their son or daughter's 414 situation. 415
The deliberations of parents approached during this study were illuminated by 416 research exploring the relationship between illness and motherhood as key sources of 417 identity for women (Elmberger, Bolund & Lützén, 2005; Wilson, 2007) . The authors of 418 these studies describe how women struggle to be 'good' mothers in spite of their poor 419 needs to be done to normalise talk about dying and death, particularly in schools and in 519 the real and virtual places young people visit to access support. 520
Gathering young people's accounts of their experience of living with a parent at 521 the end of life is undoubtedly sensitive work; but without it, the prospect of identifying 522 and alleviating distress in young people must be poorer. There are implications here not 523 just for research but also for young people in sensitive or challenging sets of 524 circumstances. If the routes 'in' to access young people are difficult then this also raises 525 questions about routes 'out' for young people in terms of whose voices are heard and 526 importantly, about young people's access to support when living through challenging 527 times. 528 529
